Abstract, conclusion lines 51,53: This is a very strong statement, "everyone will assume a generalists role" which I'm not sure can be concluded from this study Page 3, Strengths and limitations of this study line 13: The implication here is that this represents the views of neurologists when only one neurologist at one site participated in the study.
Introduction, page 5, lines 45-49: where is this information quoted from?
Page 6, Line 15: Is "discipline" necessary here?
Page 7, materials and methods, line 17: It is not clear exactly how the potential participants were identified and the method of recruitment (face-face, email)
Line 25: The credentials and training of the interviewer are not described Page 8, line 15: were these discussed to consensus amongst the team?
Line 52: Please expand further on "very few"?
Limitations, page 15, Line 53: I think this section could be expanded. This is a small number of participants with several disciplines being represented by one person and some not represented at all e.g. social worker?
Page 16, line 3: Do you mean 'ensuring'? Conclusion Lines 17, 19: This first sentence doesn't appear to make sense. It's also not clear whether you mean that ACP has taken place and just not been documented or hasn't taken place at all.
The supportive quotes could potentially be shortened.
VERSION 1 -AUTHOR RESPONSE
Reviewer: 1 Reviewer Name: Prof Julia Riley Institution and Country: Royal Marsden NHS Trust and Imperial college, London. Please state any competing interests or state 'None declared': no Please leave your comments for the authors below Comment: There is very little research about the value of ACPs and the barriers to them becoming a reality. this is a very good start.
Response: Many thanks for your review. We hope our article will enable more discussion about the complex social and structural conditions that determine whether or not advance care planning is done.
Reviewer: 2 Reviewer Name: Dr Ben Lobo Institution and Country: Sherwood Forest Hospitals NHS FT, UK Please state any competing interests or state 'None declared': None declared, I have no competing interests Please leave your comments for the authors below Comment: Thank you for asking me to review this paper. In broad terms I support this paper it is interesting and very important to demonstrate why some professionals don't engage in this process. Historically many neuro-science medical professionals avoid this type of advance condition management, palliative care and ACP. More fundamental human factors and selection criteria for these professional roles might be a bias in a small scale qualitative study. There also maybe differences in practice between other professional groups medical vs non medical groups.
Response: Many thanks for reviewing our article and for your comments and recommendations.
We agree that our study, as with most small scale qualitative work, might sacrifice representation and generalizability in its privileging of the particular. While this privileging of in-depth accounts of particular experiences is an inevitable characteristic of a qualitative approach, we feel it offers deep insight unavailable to many other approaches which might be considered more representative and generalizable. We acknowledge that there might be differences between medical and non-medical approaches, just as there might be differences between other factors such as age, gender, experience, personality and the myriad combinations of these. However, a systematic analysis of these differences was not the focus of this study. We have now included the following sentences in our discussion section (page 14):
"Moreover, as with much qualitative work which focuses more on the 'particular' over the 'general,' our sample size is small and does not include representation from other professional groups who are also implicated in ACP, such as social workers. While we have presented some of the ways in which participants reflected upon things like professional identity and personality, a systematic analysis of the determining of effects these factors and others, such as age, gender and experience, was not the intended purpose of our study."
If it is possible I would also like you to consider more than just the implications and suggest how changes might be taken in the future.
We welcome the opportunity to consider how changes might be made. However, we are reluctant to go beyond the suggestions we have made in our implications section, which we hope already offers a significant contribution of a broad approach to how practice might change. Specifically, we suggest how interventions into practice must be multifaceted and might be clarified in a 'generalist and specialist' approach which is clearly defined in institutional codes. We have also emphasised the need for documented processes. Advance care planning is such a complex issue and it requires others, especially policymakers and healthcare champions, to determine key and nationwide organisational principles as well as what works locally within specific teams. At this stage, we do not feel that we can be more prescriptive on how changes might be taken in the future.
Reviewer: 3 Reviewer Name: Sophie Fletcher Institution and Country: Sir Charles Gairdner Hospital, Western Australia Please state any competing interests or state 'None declared': None declared Please leave your comments for the authors below Llewellyn and co-authors have set out to provide an insight into the social and structural conditions in avoidance of advance care planning in neuro oncology.
Many thanks for reviewing our article and for you comments and recommendations. We have responded point by point below and in track changes in the resubmitted manuscript.
Specific comments:
-Abstract, results line 35: it is unclear what is meant here by, "few had ever completed one". ACP is a process. Does this mean they had never had a discussion with a patient, or never completed a more formalised document such as an advance statement of preferences?
Response: We have clarified this in the abstract. The sentence now reads: "Participants recognised the importance of ACP but few had ever completed formal ACP documentation." (abstract) -Abstract, conclusion lines 51,53: This is a very strong statement, "everyone will assume a generalists role" which I'm not sure can be concluded from this study Response: Yes, a fair comment. We have altered the text to make more suggestive (abstract and page 16).
-Page 3, Strengths and limitations of this study line 13: The implication here is that this represents the views of neurologists when only one neurologist at one site participated in the study.
Response: We have altered this sentence to more accurately reflect the sample (page 3).
-Introduction, page 5, lines 45-49: where is this information quoted from?
Response: The "shared responsibility" and "regardless of discipline" are not a direct quotes but rather paraphrasing longer passages in advance care planning literature which constitute the spirit of advance care planning. We have used "scare quotes" to indicate the summary nature of this. To avoid misleading readers into thinking these are direct quotes, we have substituted double quotation marks for single marks throughout the manuscript.
-Page 6, Line 15: Is "discipline" necessary here?
Response: We have removed the word discipline (page 6).
-Page 7, materials and methods, line 17: It is not clear exactly how the potential participants were identified and the method of recruitment (face-face, email)
Response: We invited participants via email. We have amended this section (page 7). In addition, we have amended the subheading "Recruitment and data collection" to "Data collection" given our recruitment strategy is described in the previous subsection "Sample." -Line 25: The credentials and training of the interviewer are not described Response: We have included the phrase "HL, a trained ethnographer with a social science background, …" (page 7).
-Page 8, line 15: were these discussed to consensus amongst the team?
Response: Findings were discussed and themes were agreed upon by the team, especially during the process of coding by HL/JL. We hope our sentence on page 8 (para 1) described well enough our approach to checking interpretation: "To ensure interpretative validity and meaningfulness, themes identified were discussed with clinical members of the research team (JN, LT, EW).
-Line 52: Please expand further on "very few"?
Response: We understand the request for explicating "very few" as a one seeking clarity. However, we are reluctant to provide a number here for fear that this might be misleading and too suggestive of rigid frequency. This is a common issue in qualitative research and terms like "few," "some," "many" and "most" have become conventional descriptors. Furthermore, given the contested nature of what constitutes an advance care plan, some participants were not exactly sure whether they had or had not completed one. We discuss this under the subheading "Constitutive practices of advance care planning." -Limitations, page 15, Line 53: I think this section could be expanded. This is a small number of participants with several disciplines being represented by one person and some not represented at all e.g. social worker?
Response: We have added a sentence to our paragraph on limitations: "Moreover, as with much qualitative work which focuses more on the 'particular' over the 'general,' our sample size is small and does not include representation from other professional groups who are also implicated in ACP, such as social workers." (page 14-15) -Page 16, line 3: Do you mean 'ensuring'?
Response: Yes! Many thanks. We meant 'ensuring' and have amended this.
-Conclusion Lines 17, 19: This first sentence doesn't appear to make sense. It's also not clear whether you mean that ACP has taken place and just not been documented or hasn't taken place at all.
Response: We have split the sentence and made it clearer. "In busy clinical environments, ACP is uncommon for people with a brain tumour. This means that important decisions about end of life and future care might be overlooked and undocumented." (page 16).
-The supportive quotes could potentially be shortened.
Response: We have included quotes in the tables in long form to present effectively the difficulties healthcare professionals encounter in advance care planning for people with a brain tumour. Given advance care planning is such a complex issue, we feel this presentation is merited. Given the quotes are in the tables, we hope this does not detract from the readability of the article and rather allows readers to delve into the richness of the data at their discretion. If there is space in the journal, we would rather keep the quotes as such.
